In a recently published review in Bone Marrow Transplantation, D'Souza et al. 1 suggest that, because hematopoietic cell transplantation (HCT) is a complex long-term treatment, a higher level of competence, capacity and health literacy is required by patients to enable them to make an informed decision about undergoing HCT. While there is little doubt that existing decision-making and consent processes may be improved, the 'realities' of HCT, the fact that it is high risk, performed in vulnerable patients who have little, if any, other therapeutic options, may limit the impact that any education strategies may elicit.
We suggest that focus on education when patients are making a decision in the shadow of death 2 may be misguided. What may be more important is to recognize the patients' intense vulnerability, the degree to which their choices are limited, and their decisions embedded in their social context and in the lives of others, and therefore work to elucidate the patients' values and beliefs, hopes, fears, and establish a relationship of trust. There are other more achievable and indeed more appropriate matters than 'education' in which healthcare professionals can support patients to enable them to 'consent', by which we mean that they reach a decision that is aligned with their individual values and beliefs. It is when decisions reflect the patients' values and beliefs that patients can take ownership of their decisions, and valid consent has been achieved.
While we agree with D'Souza et al. that patient decisions are not made on the basis of information alone and that simply increasing the amount of information provided to patients about risks, benefits, prognosis and so forth may not enhance their decision-making, we are skeptical that improving comprehension and consent forms will result in a 'better quality consent'. Rather, we suggest that information disclosure has other, more significant benefits than the impact it has on comprehension-enabling and enriching contact between the patient and the transplant team, and providing a 'space' in which a relationship of trust could flourish.
In a qualitative study of HCT recipients, their significant others and healthcare professionals caring for them, 3 we found that, almost without exception, patients had decided to proceed to HCT before they had met with the transplant team, or received any information about the transplant; that patients' decisions were deeply shaped by, and enmeshed in, their existing relationships and social roles; and that the process of information transfer served principally to establish trust and to reassure the patient, their family and the transplant team that HCT was appropriate and that it has a chance of success.
More specifically, interactions that could superficially be understood as enabling consent in reality served as an opportunity for the transplant physician to understand the patient's expectations and fears, and for the transplant team and patient to clarify the ongoing and onerous nature of HCT and the need for therapeutic adherence. Interactions reassured the patient and family that their team was expert, experienced, caring, attentive, that they prioritized the best interests of the patient and would 'be there' irrespective of what happened, and that they had the knowledge, skill and experience to do so. These outcomes were important because each was rooted in the dark reality of HCT-that it was high risk and unpredictable.
While we applaud D'Souza et al.'s suggestion that transplant physicians should seek new avenues to facilitate informed decision-making with their patients, ultimately we suggest that it is a misguided approach, and we believe that increasing education, enhancing comprehension and improving consent forms do not go far enough to improve the quality of consent. Few therapies are as threatening as HCT and the real purpose of consent is not to educate the patient but to build a trusting relationship with the attending healthcare professionals, thus facilitating a negotiated setting within which HCT can be performed.
